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A year and a half after my craniotomy, my seizures were still not under control by the medications prescribed. It was 23 rd June 2011 when I had to undergo a surgery for the removal of a meningioma which was growing over the left hemisphere of my brain. The surgery could not be delayed as the tumour had begun affecting my body physically and delay in its removal could lead to irreversible brain damage. The prognosis given to me was that I needed a full year of being seizure free before the medications could be reduced. My diet, lifestyle, work, social, emotional, mental, physical, spiritual life got overturned by the invasion of a few little buggers by the name of Levera and Gabapentin 1 . I was worse off than before.
Everything became over stimulated. The surgeon said it was a side effect of the surgery which in itself is a trauma for the brain to have the skull opened up. Added to the removal of a creature sitting on top of my brain and pressing it down for years (since they couldn't tell how long the tumour was growing on top of my left hemisphere). It appeared that the tumour had made its home on my brain and now its removal was like forcing an abusive lover to leave its home. And like most abusive lovers who come back, there was no certainty it would not return, though after six years it has not been back.
A physician, Dr. X, explained that after my surgery, my wonderful crazy brain showed scar tissue. It was natural that it would, and that the scar tissue would have memories of the tumour. This in turn would affect what the brain would remember, which means even if there is no tumour the brain could think the tumour is still there and go on experiencing seizures.
Dr. X said I have to keep taking these medications and I can't stop them as I did with my meds for schizophrenia giving the same prognosis: 'Until you are free from seizures for an entire year, only then can there be a reduction of the meds which again have to be monitored, as just one seizure in itself means another relapse to work with'. He looked at me with no certainty to my question but said "Well, you'll have to figure it out then and work with your neurologist" 3 .
It was very distressing that I had to live with this new brain problem now. Mr. Scar Epilepsy wasn't really a nice guy. I thought my life was really over and no one could understand why I was reacting the way I did. It was very easy for them to say take it in your stride, you've already gone through other stuff in life…this should be easy. It was very easy for them to have a list of expectations, questioning my strength during adversity, since I was quite a goof all the time and saw humour in everything. But at that point in my life, I was trying to come to terms with the ever strange brain problems with which my life was presented, and the walk was a very lonely one, as the disabling nature of it is never visible to others…I began withdrawing more from everyone. "You took all your pills Resh and we had to rush you to the hospital. Then you also bit your sister on her hand and she cried because she was surprised you would do that. The mamas (hospital ward men) … 5 of them had to hold you down because you refused to calm down.
The doctor was finding it difficult because you were being very violent so they had to tie you down to the bed but even then you managed…" and poof! I fell asleep again.
I kept going in and out of consciousness those few days until a sedative was given, only then would I remain asleep for long hours. I woke up again and looked around me. I was still lying on bed with my legs tied but arms loose. My mom narrated what happened.
"Resh, you had taken the rod that was holding your drip and sat on your bed moving it around and hitting everything. None of us were there as we went home because we were told you were fast asleep. Thankfully, the evening nurse was just signing out but upon hearing the commotion she rushed in to your room. She sat with you for an hour at least and waited for me to come back. She told the other nurses to leave as she knew they would react in fear and wouldn't understand, so she decided to wait until you calmed down." "Who was she mom, did you ask for her name?" I enquired.
"No, I was so shocked and confused so I just thanked her and forgot to ask for her details" mom said.
"But she was like an angel sent for you Resh. If she wasn't around then the hospital would again trouble us and involve the police."
I do recollect the nurse holding my palm and standing very close to my bed to avoid being hit by the rod since I was still holding it. That was a smart thing she did since the rod, being long, wouldn't have been able to hit her as she was so close to me. She managed to talk me through the reasons I was swinging the rod and establish communication with me. After this she asked if I could give her the rod since my saline drip was all over the floor and that would complicate things for me. I knew she was telling me the truth as I was feeling giddy, exhausted and thirsty, and even if it wasn't the truth, my body was not able to hold on to the rod or to sit up any longer.
So I gave her the rod. She called in a nurse to replace my drip and clean the place while holding my palm and talking to me. Then she fed me some water and said they will need to put in a sedative as they might be afraid that I'll end up hurting myself or others again. She asked me if she can do it herself and continued "Trust me okay. This will help you rest a little as you have exhausted yourself so much with the swinging. I'll wait with you until your family members come in." I said yes and by the time I was looking for more words I had already passed out.
My ex-psychiatrist was worried as to why I pulled such a stunt and got violent throughout my admission. My first counsellor who was just driving through that locality had received a message from my mother and decided to drop in to visit me. Mom said, "Resh, your counsellor looked very worried and didn't know what or how to help you."
The unknown nurse who took responsibility at such a moment to care and stand by me speaks for all other 'strangers' in the world who, when given the power of care, will do something about it. We've always thought about care being a job of the treating doctor and other white coats who check you out and give you a prescription…unfortunately or fortunately. But I see care as a full circle existing within a community and there are many different players in a community. Most certainly these players would not be able to play their roles if their lives and capacity to make decisions were controlled by another authority. But when there is no second or third authority in the room they pretty much can choose to care for you with kindness and compassion and enable you to still feel you are capable of choice. How else can we translate or show care towards a mind that is running amok?
My experience after this attempt was followed with more 'unique' experiences of violence to self. A visiting psychiatrist watched me get a seizure in front of her. When it was over, she stood and chatted with me and then told my mom "This isn't a symptom of schizophrenia.
I'm seeing with my own eyes how painful the seizure is for her and she is able to communicate to me."
When she said that, I was so grateful my mom heard it from her and told my dad too. But, I
had been saying the same thing for some time and no one believed me, including my treating neurologist. I could only be believed when another doctor said the same thing. So evidently, my sanity does rely on another authority.
It is easy to wipe the wounds and clean the blood of an injured arm and gently blow on to a wound so that it doesn't burn and hug the person to make them feel secure and safe, and even sing them lullabies as they sleep. But this method might not be possible for someone who does not like touch to begin with and has too many thoughts about the world around her and speaks a very different language. Care, choice and capacity are spoken about in the English language and this is very limiting because English is a language and not the measure of compassion, communication or of intelligence.
I always ask others to learn some autism, some schizophrenia, some depression, or some seizures and then communicate to me and others in those languages and see if they can do it.
And if they can't, then they can't place such linguistic expectations on us to be in a position to communicate ourselves. Even MBA students have to enroll in workshops and classes to learn about 'Communication' but nobody questions their capacity to make decisions if they are unable to communicate and deliver a presentation at a board meeting. What is this communication that the mental health sector is referring to? And how is that determining my ability to choose for my care?
Care as many of us know of it does not exist in 'Mental Health Care'. This term itself implies that you are caring only for the state of the person's mentality and not for the person as an entity in their own right.
*** Reshma's story illustrates the discriminatory and prejudicial health care services and treatment that persons regarded as lacking capacity are subject to as they navigate a health care system that is more intent on reinforcing dynamics of power than listening and attending to the health needs of the person with a disability. Yet, while her narrative is cautionary and critical, it is also instructive and hopeful. Instead, the physician implied that Reshma would be denied any further medical care for her current symptoms until she complied with a pharmaceutical-based treatment course for her psychiatric condition. Thus, Reshma would have had to take drugs against her will and preferences, to access standard medical care. In addition, by not respecting her legal capacity regarding Reshma's decision not to take drugs for her schizophrenia, the physician further discriminated against Reshma in regards to other aspects of her health, including Flynn and Brosnan (2017) propose several essential elements that must be present for valid consent to be ascertained. These elements include the recognition of legal capacity, freedom to negotiate, provision of information, respect for will and preference and voluntariness (Flynn and Brosnan, 2017) . The authors state that there is an obligation on the individual proposing to act upon the body of another to ensure that this person has all the relevant information about the action to which she is being asked to consent (Flynn and Brosnan, 2017) . As argued by Morrison et al. (2012) , in the medical context, the provision of sufficient information would require the treating mental health professional to disclose all possible side effects of the proposed medication or treatment procedure, in a manner accessible to the
person.
An important objective in the process of obtaining consent is the elimination of conditions that would vitiate valid consent, which include the threat of coercion or force on the decision.
This concern is especially relevant in the context of consent to medical treatment, where an inherent power imbalance exists between patient and physician. Gaventa describes three forms of power that exist in relation to decision-making in the medical treatment context: visible, hidden, and invisible (Gaventa, 2006 Brosnan, 2017) . Indeed, some physicians may choose to withhold information on potential side effects of medications, in order to ignore that the patient could cope without medication (Flynn and Brosnan, 2017) .
As Reshma tells us in her story, she was not fully informed of the side effects of the anti- Not all of Reshma's encounters with healthcare providers were negative. In her story, the respect afforded her by one of her nurses, following her suicide attempt, illustrates a course of action that adheres to the mandates of Article 12 of the CRPD. In this instance, the nurse respected and affirmed Reshma's legal capacity, rather than disputing it, and worked with her, creating the conditions of support, respect and trust in which Reshma was able to communicate her consent and make decisions about her own life. Article 12 (3) Reshma suggests that by embracing a social model of disability, which acknowledges that social determinants can cause disability, and certainly exacerbate its effects and meaning, being supported by an empowering community of people who see her as a legal agent in that community -who accept her -and therefore participate in facilitating her emotional physical and spiritual needs, her capacity is enabled by living in such a community. As examples of those whose supports have facilitated her capacity in this way, Reshma includes: her parents, counsellor, many friends, her partner and psychiatrist, whose approach to her, she said, allowed her to live as a legal entity in the community.
It is well established that determinants of positive health include adequate housing, education, employment and social inclusion (Canadian Mental Health Association, 2017 
